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Abstract

Background: Support, such as information, advice and therapies, can play a vital role

in the lives of families of autistic children. However, little is known about the support

experiences of UK parents and carers.

Aim: To explore experiences of and access to support for families of children with

autism and sensory processing difficulties, from the perspective of parents and

carers.

Methods: Semi‐structured, timeline‐assisted interviews were conducted with

parents/carers of 30 children aged 5–11, exploring experiences of support.

Framework analysis was used to identify themes in the interview data.

Results: Support varied widely and was not accessed equitably. Specialist autism

support, together with support from other parents and voluntary organizations, was

perceived as more useful than statutory and nonspecialist provision. Unmet support

needs included an ongoing point of contact for information and advice for parents,

and access to direct therapy and specialist mental health provision for children.

Health Expectations. 2022;1–13. wileyonlinelibrary.com/journal/hex | 1

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,

provided the original work is properly cited.

© 2022 The Authors. Health Expectations published by John Wiley & Sons Ltd.

http://orcid.org/0000-0003-1973-8286
http://orcid.org/0000-0002-6934-2928
mailto:MilosevicS@cardiff.ac.uk
https://wileyonlinelibrary.com/journal/hex
http://crossmark.crossref.org/dialog/?doi=10.1111%2Fhex.13465&domain=pdf&date_stamp=2022-03-18


Conclusions: Findings emphasize the need for a clear pathway of support following

autism diagnosis, autism‐specific training for professional service providers and

specialist provision tailored to the needs of autistic children.

Patient or Public Contribution: An advisory group of four parents of children with

autism provided feedback on study procedures and materials, including participant

information sheets and timeline completion instructions.
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1 | BACKGROUND

It is estimated that 1%–2% of primary school children in the United

Kingdom have autism.1 Autism can have a substantial impact on

school and family life, and the estimated annual cost of formal and

informal support is £3.1 billion.2 Therefore, it is vital that support is

effective and delivers value for money. For the purpose of this study,

‘support’ is defined as encompassing information, advice, support

groups and therapies for children with autism and their parents,

provided via statutory services, charities or informal networks. A

recent report highlights significant gaps in the evidence base for

autism support.3 Services across the United Kingdom are variable,3

and research suggest there is no defined pathway for support of

children and parents following autism diagnosis.4 There is a clear

need to further explore support experiences amongst this group,

focusing on both access to support and the usefulness of provision.

Children and young people with autism are more likely than the

general population to experience anxiety,5 bullying6 and a lack of

friendships,7 and are at greater risk of self‐harm behaviours and

suicide.8,9 There are also effects on the wider family, with parents of

children with autism experiencing on average higher levels of stress

and depression,10,11 feelings of stigma12 and loss of earnings.2 Over

90% of children with autism also experience some sensory processing

difficulties,13 which have been found to limit participation in daily life

and leisure activities.14,15 Hyper‐ and hypo‐responsiveness to sensory

stimuli amongst children with autism are also associated with greater

caregiver strain;16 therefore, parents of children with autism and

sensory processing difficulties may require additional support.

Effective provision of support for families can mediate the

effects of some of the aforementioned challenges. For example,

professional support has been shown to reduce parental stress,17

improve parental competence18 and increase children's participation

in daily life.19 Conversely, inadequate support can have negative

consequences, such as feelings of isolation and alienation,20 lower

reported psychological wellbeing21 and reduced parental participa-

tion in employment and leisure.22

Previous research has shown considerable variation in access to

support (e.g., from psychologists, psychiatrists and speech and

language therapists) for children with autism and their families.23

Provision in the United Kingdom varies across the devolved nations

and by locality, due to differences in service availability, eligibility

criteria, waiting times and local authority spending.24 A study of

parents in London and the East of England found that while some felt

well supported by a range of external organizations, others did not

feel they had adequate support or information.25 Although little UK

research has examined differences in provision between rural and

urban areas, studies in the United States and Canada report that

families living rurally experience considerably greater difficulty

accessing specialized services.26,27

Despite the wide range of autism support services available

throughout the United Kingdom, little contemporary research has

explored the relative perceived usefulness of different forms and

sources of support. Parents surveyed in one county in England

quantitatively rated support received from early years courses and

their child's school as most useful, together with information from

family workers, local support groups and workshops.28 An interview

study of 20 parents in London and the East of England found support

from other parents of children with autism was highly valued, enabling

the sharing of ideas; charities were also cited as providing helpful

information.25 However, this study was conducted over a decade ago

in a discrete geographical area, and it is proposed that further

qualitative research is needed to add validity to the evidence base.3

Given the challenges faced by families of children with autism—

and the additional support needs where children also have sensory

processing difficulties—effective provision for this group is of vital

importance. There is currently limited knowledge of the support

experiences of UK families, and little research to date has explored

the utility of existing interventions. This study aimed to qualitatively

explore access to and perceived usefulness of support for families of

children with autism and sensory processing difficulties, from the

perspective of parents and carers.

2 | METHODS

2.1 | Study design

This qualitative study was conducted as part of a randomized

controlled trial of sensory integration therapy plus usual care versus

usual care alone for children with autism and sensory processing
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difficulties (the SenITA study).29 Children in the sensory integration

therapy group received 24 face‐to‐face sessions with occupational

therapists, participating in play‐based sensorimotor activities. The

study was approved by Wales Research Ethics Committee 3

(reference 17/WA/0031). Informed consent was obtained from all

participants.

Semi‐structured interviews were conducted with parents/carers

of children enroled in the SenITA study. To enhance the richness of

interview data, interviewees were asked before the interview to

create a timeline of key events in their child's life, which they used as

a tool to share their experiences with the researcher. Chronological

visual methods such as timelines can help interviewees to structure a

narrative account that reflects the breadth and depth of their

experiences, which may not be fully elicited via traditional interview

methods.30

2.2 | Participants

Interview participants were parents or carers of 30 children with

autism and sensory processing difficulties enroled in the SenITA

study (see Table 1), recruited from three areas of England and Wales:

South/West Wales, Cornwall and North Buckinghamshire. Inclusion

criteria for the SenITA study were that children had to: (1) have a

diagnosis of autism documented in their medical/educational records,

or be undergoing assessment within the local autism diagnostic

pathway; (2) be aged 4–11 years; (3) be in mainstream education and

(4) have sensory processing difficulties (definite dysfunction on one

or more sensory dimensions and the total score of the Sensory

Processing Measure,31 or probable dysfunction on more than one

sensory dimension and the total score of the Sensory Processing

Measure). Those receiving or who had previously received sensory

integration therapy, or who were receiving an intensive applied

behaviour analysis‐based intervention were excluded.29

Most interviews (26) were conducted with children's mothers,

two were conducted with mother–father pairs, one with the child's

father and one with a grandparent. At the time of interview, children

were aged between 5 and 11 years (mean: 8, SD: 2.0).

2.3 | Materials and procedure

Interview participants were recruited purposively from the SenITA

study database to ensure variation as far as possible in terms of child

gender, age and geographical location. Recruitment ceased when the

depth and breadth of data collected were considered sufficient to

capture the range and richness of participants' experiences. Potential

participants were contacted by the qualitative researcher via

telephone or email and asked whether they would be interested in

taking part in an interview. If they agreed, they were posted an

information pack containing a participant information sheet, two

copies of a template timeline, timeline completion instructions with

an example completed timeline and some coloured pens. Around 1

week after posting the information pack, the qualitative researcher

recontacted parents/carers to ask whether they were willing to take

part. If they agreed, a mutually convenient time for the interview was

arranged. Participants were given the option of taking part in an

interview face‐to‐face at their home or workplace, or over the

telephone. They were offered a £10 shopping voucher as a thank you

for their time.

Interview questions (see Table 2) were developed by qualitative

researchers S. M. and L. B. H. in collaboration with the SenITA study

management group and parent advisory group. There were eight

main questions designed to explore participants' support experiences,

each with several follow‐up questions to be used as prompts where

more in‐depth information was needed. Interview participants were

asked to complete the template timeline before the interview; those

participating in telephone interviews were asked to send a copy of

the timeline to the researcher via email. The timeline instructions

requested parents/carers to note down the different types of

therapies, interventions and strategies they had experienced with

TABLE 1 Participant characteristics

Characteristic No.

Gender of child

Male 23

Female 7

Age group of child

5–6 years 6

7–8 years 9

9–10 years 8

11 years 7

Ethnicity of childa

White British 23

Mixed ethnic background 2

White other 2

Study region

Wales 20

Cornwall 6

North Buckinghamshire 4

Ruralityb

Urban 23

Rural 7

Relative deprivationc

50% Most deprived 18

50% Least deprived 12

aEthnicity was not disclosed for three children.
bAs assessed by the Rural–Urban Classification 2011.32

cRelative deprivation is calculated separately in England and Wales,33,34

so is not directly comparable.
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their child, from the time they first saw signs that their child might be

autistic until the present day.

Interviews were conducted between February 2019 and March

2020 by S. M., an experienced qualitative health researcher not

involved in the provision of autism services. Most interviews (19)

were carried out face‐to‐face, with 11 conducted over the telephone.

For face‐to‐face interviews, participants completed a written consent

form before the commencement of the interview. Consent for

telephone interviews was obtained verbally and audio‐recorded.

Interviews were between 12 and 86min in duration (mean: 38.0, SD:

17.6). All interviews were audio‐recorded using a digital voice

recorder, with the permission of the participant. Just under half

(13) of participants completed the timeline of key events in their

child's life; the remainder reported they had forgotten or not had

time to complete this.

2.4 | Patient or public contribution

Parents of children with autism were involved in the design of the

study to inform the development of study recruitment and data

collection procedures, helping to ensure suitability for the participant

group. An advisory group of four parents was formed, with members

providing feedback via face‐to‐face meetings and email. Contribu-

tions to study design included suggestions of groups and charities

that could be targeted to advertise the study to parents and health

professionals, and feedback on qualitative data collection materials.

For example, it was suggested that timeline instructions should

include specific questions to help parents recall more detailed

information about their support experiences. A list of prompt

questions was subsequently devised and used successfully. Due to

time constraints, the advisory group was not involved in the analysis

of qualitative study data, which could have provided additional

insight into study findings and would be useful to incorporate in

future studies.

2.5 | Analysis

All interviews were professionally transcribed verbatim and anon-

ymized. Two qualitative researchers (S. M. and L. B. H.) analysed the

transcripts using a framework approach.32 Framework analysis has

five key stages: (1) familiarization with the data, (2) identifying a

thematic framework, (3) indexing (coding) the data, (4) charting by

topic or theme and (5) mapping and interpreting the data set. In

accordance with the research aims, and after a preliminary review of

interview transcripts, three key themes were identified for further

exploration: support provision, usefulness of support and gaps in

support. S. M. then read through interview transcripts and compiled a

list of subthemes emerging from the data. Following discussion with

L. B. H., S. M. developed an analytic framework and used this to code

interview data in NVivo version 12 (QSR International). To enhance

the trustworthiness of the analysis, L. B. H. independently coded 10%

of interview transcripts, with any disagreements in coding resolved

through discussion. S. M. compiled tables to summarize each

participant's experiences in relation to the themes and subthemes.

Illustrative quotes from the coded transcripts were included so that

the validity of themes could be reviewed by both qualitative

researchers to ensure they accurately reflected the experiences of

participants. The themes were discussed until consensus was

reached.

3 | RESULTS

Completed timelines enabled examination of the support families

typically accessed at each stage of their child's journey (see Figure 1).

Although experiences varied widely, the involvement of key profes-

sionals in the early stages tended to follow a similar pattern. Parents

described noticing the first signs of autism when their child was aged

1–2 years. At that stage, the families' key contact was the health visitor,

with whom parents raised initial concerns (which were often dismissed).

TABLE 2 Interview questions

Question number Question

1 Could you talk me through the timeline? (If completed)

2 Could you tell me a bit about your child's sensory problems?

3 Have there been any key events or significant people involved in the support you and your child have had for their autism?

4 Could you tell me about the therapies or interventions your child has had for his/her autism? Have any of these been particularly
useful/not useful?

5 Could you tell me about any strategies, ideas or advice you have been given in relation to your child's autism? Have any been

particularly useful/not useful?

6 Are there any therapies, interventions or strategies that you tried for a very short time and then stopped? What were the
reasons?

7 Are there any particular therapies, interventions or strategies that you have tried that you would recommend to someone else?

8 Have you encouraged your child to participate in any activities or groups to help them?
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Difficulties with speech tended to be noticed by professionals

early on, leading to the involvement of speech and language therapists

and paediatricians. Starting nursery and then school appeared to

be a causal factor in support provision increasing, including the

involvement of charities and professionals such as occupational

therapists and psychologists. However, most children did not receive

any specialist autism support until later in their primary school life.

Some forms of support, such as the National Autistic Society

EarlyBird Programme (a specialist autism support programme for

parents), were not accessed until after children had received a diagnosis.

Following diagnosis, service provision was much more varied, and

other than the EarlyBird Programme, there was no obvious pathway to

support.

Following analysis of timelines and interview transcripts, three

main themes were identified as representing the key perspectives

provided by the data. Within each main theme, there were several

emergent subthemes (see Figure 2). These are discussed in turn

below, illustrated by quotes from participants. All participant quotes

are labelled with a participant ID number to preserve anonymity.

3.1 | Support provision

3.1.1 | Variation in support received

There was wide variation in the support received by families, with

some accessing between one and three sources of support, while

others were supported by 10 or more organizations or professionals.

There did not appear to be any differences in the amount of support

accessed in relation to child age, gender or rurality, although some

parents reported limited local service provision. There was no clear

pathway to support, which was accessed in multiple ways, including

via school, parents' own research and networks, medical profes-

sionals and charities. Often there was a domino effect, whereby

families were referred into one service, which referred them to

another, and so on.

So the health visitors suggested Camau Bach [an early

intervention disability support service] and then SNAP

Cymru was [suggested by] Camau Bach and then the

National Autistic Society was one that I found myself

on Facebook.

(P2)

While one parent reported that services seemed to be provided

automatically following their child's diagnosis, others found they had

to be proactive in seeking support.

I went off and did ASD parenting courses, as you do.

And probably went into doing quite a lot of self‐led

learning and finding support groups for me and for the

children… Everything we've done, we've done ourselves.

(P23)

3.1.2 | Support changes since diagnosis

Receiving an autism diagnosis enabled some children to access

additional support, most notably in school; for example, by receiving a

statement of special educational needs (a legal document detailing the

educational needs of an individual child and how these will be met) or

F IGURE 1 Typical timeline of support
accessed by families
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gaining a place at a specialist school. However, the effect of diagnosis

varied, with some families continuing to receive the same level of

support as they had before diagnosis and others accessing no support.

She had an official diagnosis of being autistic, and she

was referred to the Autism Outreach Service… we

attended the EarlyBird course… she received her

statement of special educational needs and went full

time to… a specialist school.

(P6)

They just give you a book… there's nothing, there's no

therapy available or anything… I thought they'd be

like, he's diagnosed, here are some therapies you can

access… The only thing the assessment changed is my

peace of mind that it's not me, it's not my parenting…

but that was the only [benefit] because we haven't got

access to anything extra really… it's pointless, well it's

hard.

(P13)

3.1.3 | Parents' learning and research

Although diagnosis did not always result in increased support

provision, parents reported that it enabled them to seek resources

for themselves. This resulted in enhanced understanding of their

child's behaviour and sensory processing needs, and the ability to

support them appropriately.

When we started to go down the ASD route, I threw

myself at every available bit of training… and that

really helped… The biggest thing it gave me was just to

drop all the ‘shoulds’. You know, I thought as a ten,

eleven‐year‐old boy you should be able to wash your

hands. You should be able to brush your teeth… It

completely allowed all those ‘shoulds’ to dissolve, and

what was left was just enquiry really. Okay, why is this

hard, what can we do to support you?… It revolutio-

nised our family life to be honest. From nagging and

moaning and just frustration, to oh okay, you know,

your brain works a bit differently, so we need to do

different stuff.

(P3)

Some people say why would you want to put a label

on it, it's not about putting a label on her, but we didn't

know if we were doing things correctly… because

obviously looking back now, some of the things that

we were doing wasn't helping, it was making things

worse.

(P16)

Following diagnosis, many parents had joined support groups and

embarked on self‐led learning. However, this was dependent on their

F IGURE 2 Themes and subthemes
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personal circumstances, networks and finances. For example, some

had paid for support, others had accessed courses via their own

employment or voluntary roles, and some had gained information or

advice from friends who were professionals in the field.

3.1.4 | Barriers to getting support

A key barrier to accessing support was the dismissal of children's

difficulties by professionals, resulting in delays in diagnosis, rejection

of referrals for additional support, and needs not being provided for

in school. For example, several parents described noticing signs of

autism when their child was a toddler, but waiting years to receive a

diagnosis. This was sometimes due to children masking outside the

home, meaning behaviours indicative of autism were missed.

Throughout [her] schooling they've never had any

concerns… [never] any suspicions of ASD, but she's an

incredibly able masker.

(P28)

Although schools were an important source of support for some

families, in several cases there was a lack of understanding of

children's sensory needs, which were not recognized or addressed

consistently.

At school he has a very strict rigid sensory timetable…

six sensory breaks throughout the day… [but] when…

he's good for a couple of weeks… they slack on [it]…

and then he'll start to kick off. I'm like, ‘Well, are you

doing all the sensory stuff?’ ‘Oh no, because he's been

really good’.

(P25)

[The occupational therapist] tried her with [a] wobble

cushion… [which] she benefitted from. Bought a

wobble cushion, took it to school, ‘What the hell is

that?’ They weren't very up for using it… she just got

told you're a big girl, you can sit still. And so I… had the

argument of, but if she's concentrating so much on

sitting still then she's not actually receptive to what

you're teaching her.

(P28)

3.1.5 | Limits of support

In addition to gaps in support provision, the support families did

receive seemed to be time‐limited or ended following diagnosis.

Where support had been helpful, this was confusing for children and

frustrating for parents.

I find the support have stopped… [the] Occupational

Therapist has gone, it's like everyone's gone now. So

we've got no support… [and] he's still struggling every

day.

(P14)

He's had so many like different departments involved

in his care… Now… it's like right… we've helped you…

we can't do no more… so basically everybody's signed

him off. He's confused because he now thinks that

everyone's just dropped him and doesn't care.

(P17)

Resource limitations (such as helpful sources of support being under‐

funded or over‐subscribed) meant some families faced long waiting lists

for services or could not afford the support their child needed.

I've looked into private SI [sensory integration

therapy], but… it's stupidly expensive… it's like £50

odd a session. I mean, I can't afford that.

(P13)

There's an EarlyBird programme for parents of

children with autism, but it's like a year's waiting list.

And then I was offered one and I was either away or I

couldn't get out of work, and I said is there another

date at all, I really can't go to this. They went no, go

away, another year or something.

(P18)

Some parents mentioned a lack of services locally, meaning families

had no access to certain forms of support, or had to travel to receive it.

We haven't had a huge amount of involvement

because there isn't a huge amount of resources in…

Cornwall.

(P25)

It's very hard in Cornwall to get onto any parenting

course that's in the evening, and [the courses are far

away, so] I have to either catch the ferry… or drive the

hour round trip, all around the coast… It's not practical

and it, it puts you off, you think… what's the point,

and… try and battle on.

(P24)
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3.2 | Usefulness of support

3.2.1 | Generic versus specialist

Parents viewed specialist support as being most useful, while more

generic support often did not meet the needs of the child or family.

Health visitors tended to be parents' first source of help and advice

(and were gatekeepers to specialist services) but were mostly

described as being dismissive of the early signs of autism.

I raised issues about speech quite early on. And [the

health visitor] said oh he'll get it, he'll get it. They just

constantly kind of brushed it aside.

(P25)

He passed these very basic tests and [the health

visitor] was like there's nothing to worry about, there's

nothing to worry about, he's a bright boy… [It] just

seemed like no‐one was listening.

(P18)

Similarly, parents reported that Speech and Language Therapy

(SALT) and Child and Adolescent Mental Health Services (CAMHS)

did not appear able to provide appropriate support to their child.

We've seen Speech and Language, because he

stammers, and he seems to have selective mutism…

but they just let us go because he wouldn't speak in…

the appointment and his understanding was fine.

(P13)

[CAMHS are] just… not equipped to deal with autism…

she's got severe, severe anxiety… but she's not being

treated for it because they don't know how…We did a

bit of work with one lady, after four weeks, she said

‘Oh I'm unable to help her… she just doesn't

understand it’… Meanwhile… it's getting a whole lot

worse and having a massive impact on her life.

(P8)

In contrast, specialist support was viewed as very helpful,

particularly autism‐focused parenting courses and advice from

specialist occupational therapists, for example, in relation to sensory

processing difficulties that affected children's daily routine.

I've been on loads and loads of [parenting] training…

the only course I can honestly say that I did enjoy was

the EarlyBird course. Now… that was a great help…

more realistic… I really got on with the parents there,

they were in the same situation as me and that's what I

wanted… it opened my eyes, I understand, understood

a lot more.

(P16)

3.2.2 | Statutory versus voluntary

Unlike statutory services (such as health visiting and SALT), charities

and local disability groups were seen by parents as being the most

helpful forms of support, even where these were not specific to

autism or sensory processing difficulties. They appeared to fill some

of the gaps in statutory provision and provided much‐needed help

and advice to families.

[A local] charity helping disabled children [learn]

through play… has been a lifeline… [The psychologist]

is able to talk to him with the action figures, or with

the Lego… they can talk about feelings through that,

which is a great asset because… empathy was really

hard for him. He really struggled.

(P9)

Disability groups also enabled children to participate in extra-

curricular activities (such as swimming, soft play and cinema), which

they typically found difficult to access. Parents described these as

providing a less pressured environment than mainstream activity

groups.

Once a month they do… soft play, trampolining and

things like that, and that was good because [she] was a

different child in that. So I think perhaps she sensed…

that everybody was the same… And it was nice

because I didn't have to think, oh god, is she going to

kick off… because I do get anxious when we're out.

(P16)

3.2.3 | Professionals versus experts by experience

As previously stated, parents reported that professionals often lacked

expertize in autism, and were unable to provide support tailored to

the child's needs. They were described in some cases as being

dismissive or judgemental.

You see it time and time again, it's schools being

unsupportive. Professionals saying, ‘There's absolutely

nothing wrong’, even though it's staring them in the

face. It's the parent, you know, the parental blame…

your parenting skills.

(P29)
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She was very negative… towards [our] parenting… And

I actually spoke to CAMHS after all this and said, ‘I

don't want her coming back’, because… she made me,

well she made us both feel like [we] haven't done

enough really.

(P24)

In contrast, online and face‐to‐face contact with other parents of

children with autism was valuable in enabling the sharing of strategies

and ideas and providing nonjudgemental support and understanding.

I am with a lot of forums… I can ask them anything…

Talking to other parents is brilliant… they're probably

the best [source of] advice.

(P11)

You know that somewhere [on the Facebook group]

there'll be… someone saying, yeah I hear what you're

saying, I've been there, I get it, you're not the only one.

And that can be a massive thing, because obviously

being a parent of a child who's got extra needs, it can

feel quite lonely… and it's nice to know that someone

actually understands.

(P29)

3.3 | Gaps in support

3.3.1 | Direct therapy for children

An important gap in provision related to direct therapeutic support

for children, particularly occupational therapy for sensory issues.

Some parents identified that most services their family had accessed

were focused on the parents rather than the child, or on diagnosis

rather than support.

The integrated autism service… have an OT [Occupa-

tional Therapist] and all sorts but they don't actually

see the child, they just speak to the parents… People

give me advice but it's easy for them to say do x, y and

z… we need like hands on [support].

(P13)

[Services have been] mostly about diagnosing. As

opposed to helping.

(P21)

3.3.2 | Ongoing point of contact

Parents highlighted a need for a key ongoing point of contact, who

could signpost to services or help them deal with new issues arising.

For a number of families, school was their main or only continuing

source of support.

What I find now… if there's an issue that crops up,

because [three sources of support] have all finished,

[I've] only really got the school to deal with now, so if I

have an issue, I have got I suppose the Autistic

Society… but I find I haven't got anyone… like a

professional I can actually ask… you know, what could

I do to help this sort of situation?

(P2)

3.3.3 | Specialist mental health support

Specifically, there was a vital unmet need for appropriate mental

health support for children. In some cases, this was because families

experienced difficulties accessing services, as there appeared to be a

high threshold for referral. For those who did gain access, support

was very limited or unhelpful.

There's no help… for these children at all… I think it

took six referrals to CAMHS… she grabbed a knife,

tried to chop her own head off… they weren't really

worried about it… how bad do things have to get

before an intervention comes?

(P8)

CAMHS sort of fell off the edge of the earth… ‘Well

there's nothing more we can do’.

(P24)

4 | DISCUSSION

This study qualitatively explored experiences of support for families

of children with autism and sensory processing difficulties, from the

perspective of parents and carers. We found wide variation in

support provision, with no clear pathway to support following

diagnosis, and access depending to some extent on parents' own

learning and research. Unlike specialist autism provision (which

children typically accessed relatively late), generic support tended not
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to meet the needs of families. The dismissal of children's needs by

professionals was a key barrier to families accessing support, along

with resource limitations, such as long waiting lists or a lack of local

services. Parents identified unmet support needs, including the need

for an ongoing point of contact for information and advice, and direct

therapy and specialist mental health support for their child. The need

for health professionals to provide nonjudgemental support and

understanding was highlighted; peer support was described as

particularly useful in filling this gap. Findings build on limited

knowledge of the support experiences of families of children with

autism and provide new evidence on the perceived usefulness of

varied forms of support.

Findings align with data showing that service provision for

children with autism is variable across the United Kingdom.24 Access

to existing provision has previously been found to depend on

socioeconomic and family circumstances.23,25 For example, families

of children with Down syndrome—who tend to report a lower

incidence of poverty and higher levels of parental education

compared to families of children with other neurodevelopmental

disabilities36,37 are more likely to report having their support needs

met.38,39 We found that in some cases, autism support was accessed

by families as a result of parents' professional or social networks.

Some had the ability to proactively seek out sources of support or

information, or to pay to access services privately, while this was not

an option for others. The lack of a defined pathway of support for

families of children with autism (as found in this study and

previously)4 is likely to compound this disparity.

Specialist rather than generic support was described as most

helpful to families in this study, consistent with previous survey

findings that parents rated information provided by an autism family

services worker as more useful than information from professionals

not specialized in autism.28 Parents in the present study explained

that services such as SALT and CAMHS did not seem equipped to

support children with autism, discharging them due to assessment

difficulties or an inability to address their specific needs. In support of

this, an international systematic review found that limited knowledge

of autism amongst therapists was a key barrier to mental health

support for children and adults with autism.40

Support from charities filled an important gap in provision and

tended to be seen by parents as more useful than statutory services.

Consistent with previous research,14 parents reported that accessing

leisure activities was challenging due to their child's sensory

difficulties. Therefore, local disability events were particularly valued

in enabling families to be part of a social group. For parents

themselves, being able to socialize face‐to‐face or online with others

in a similar situation was an important source of support and advice.

As found previously,28 parents appeared to find support groups more

useful than advice from professionals, who often lacked autism

expertize or understanding of their situation. Furthermore, contrary

to the suggestion that parents of children with autism no longer

experience blame from professionals,41 parents in this study

described feeling judged as their child's behaviour was blamed on

their parenting skills, indicating a learning need for professionals.

In contrast, parent support groups provided a nonjudgemental

atmosphere where parents reported receiving support and under-

standing. As parents of children with autism report experiencing

higher levels of stigma than those caring for children with other

(neurodevelopmental or physical) disabilities,42 this nonjudgemental

support is likely to be of particular importance.

The main barrier to families accessing support was the dismissal

of their child's difficulties by a range of professionals. Given that all

children were in mainstream education at the start of the SenITA

study, they may have experienced less severe difficulties than those

educated in specialist settings, making it more likely that subtle signs

of autism could be missed. As commonly experienced in the United

Kingdom,43 some parents reported having to wait several years

between first expressing their concerns to a professional and

receiving a diagnosis for their child. Some children masked their

symptoms outside the home, meaning that professionals did not

always see or recognize behaviours indicative of autism. As found

previously,44 this led to delays in diagnosis and support provision.

Diagnostic delays may partially explain the disparity in support

received by families of children with autism and those of children

with Down syndrome for example, who typically report fewer

barriers to accessing services and greater social support.38,39

Surveys of parents of children with autism have previously

identified broad unmet needs, relating to respite care, information

about services and advice.23,45 Interestingly, although parents in this

study were not directly asked about unmet needs, these were raised

by most interviewees, and findings highlight three key gaps in

support. In contrast to the results of previous surveys, these are

relatively specific: direct therapy for children (particularly for sensory

issues), an ongoing point of contact for information and advice for

parents, and child mental health support. This greater specificity may

be reflective of increased recognition of sensory processing disorder

and demand for mental health services in recent years.46,47 Around a

quarter of all CAMHS referrals in England are currently rejected,

although there are substantial regional differences,48 and mental

health support for children with autism is identified nationally as a

key gap in service provision.49 In line with this, parents in this study

reported difficulties gaining access to mental health services for their

child due to high referral thresholds, with requests for support

rejected even where children had exhibited self‐harm behaviours.

4.1 | Strengths and limitations

The use of a visual timeline alongside qualitative interviews enabled

rich data to be gathered, providing a detailed insight into parents'

experiences of support at different stages of their child's journey with

autism. The relatively large sample size (diverse in terms of child age,

location and relative deprivation) allowed a range of experiences to

be explored. However, although participants were from three regions

of England and Wales and a mix of rural and urban localities, most

were located in Wales and no inner‐city areas or regions of Northern

Ireland or Scotland were included. In addition, few participants were
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from ethnic minority backgrounds‐ a factor that could significantly

affect access to support,50 thus limiting the applicability of findings.

Most interview participants were mothers of children with autism,

some of whom described support from ‘other Mums’ as being vital.

Therefore, it would be interesting to investigate the support

experiences of fathers in more depth. Exploring children's own

experiences, and experiences of siblings, would also provide an

important (and currently little explored) perspective on the value and

utility of different forms of support. As interview participants were

parents/carers of children enroled in a randomized controlled trial of

sensory integration therapy, those whose children received the

therapy experienced additional, specialized support. To mitigate this,

this interview study focused solely on the usual care families

experienced outside the trial. Recruitment to the trial was via health,

social services or education professionals, or self‐referral, therefore

families in contact with support services and those seeking additional

help for their child are likely to have been over‐represented in this

interview study.

4.2 | Recommendations for policy and practice

In terms of the period before autism diagnosis, training for

professionals working with families (such as health visitors, psychol-

ogists and speech and language therapists) should raise awareness of

the signs of autism, to improve early recognition and support, as

recommended by the National Institute for Health and Care

Excellence.51 Ensuring this support is provided in a nonjudgemental

way may help reduce barriers to parents accessing statutory services.

Following diagnosis, a clear pathway of support should be set out in

local and national policy, to facilitate equitable access to services,

regardless of families' resources and locality. Longer term, it is

important that parents are signposted to ongoing sources of support

in the community, such as local disability and parent groups, as these

are highly valued by those who utilize them. Children should also

have access to support from professionals specializing in autism. In

particular, there is a need for timely mental health provision tailored

to the needs of children with autism.

5 | CONCLUSION

This study provides an in‐depth insight into experiences of support

for children with autism and sensory processing difficulties. Provision

is varied, meaning services are not equitably accessible in all areas or

to all families. Vital support is provided via voluntary organizations

and other parents, while the dismissal of children's needs by

professionals is a key barrier to accessing statutory services. It would

be useful for future research to explore the impact of ethnicity on

access to support, as well as the perspectives of siblings, fathers and

children with autism themselves. Findings emphasize the need for a

clear pathway of support following diagnosis, autism‐specific training

for professional service providers, signposting to ongoing local

support groups and specialist support tailored to the needs of

children with autism, particularly in relation to mental health.

ACKNOWLEDGEMENTS

This study was supported by the National Institute for Health

Research Health Technology Assessment Programme (HTA) (refer-

ence 15/106/04). The Centre for Trials Research receives funding

from Health and Care Research Wales and Cancer Research UK. The

authors would like to acknowledge the contribution of members of

the SenITA Study Management Group, independent Trial Steering

Group and Parent/Carer Advisory Group. The authors would

especially like to thank all the parents and carers who gave their

time to participate in the interviews.

CONFLICTS OF INTEREST

The authors declare no conflicts of interest.

AUTHOR CONTRIBUTIONS

Conceptualization: Sue Delport, Rachel McNamara, Monica Busse,

David Gillespie, Elizabeth Randell, Lucy Brookes‐Howell, Alka S.

Ahuja, Anne M. McKigney. Data curation: Rhys Williams‐Thomas.

Formal analysis: Sarah Milosevic, Lucy Brookes‐Howell. Funding

acquisition: Sue Delport, Rachel McNamara, Monica Busse, David

Gillespie, Elizabeth Randell, Lucy Brookes‐Howell, Alka S. Ahuja,

Anne M. McKigney. Investigation: Sarah Milosevic. Methodology: Lucy

Brookes‐Howell, Sarah Milosevic. Project administration: Elizabeth

Randell, Rhys Williams‐Thomas. Supervision: Lucy Brookes‐Howell,

Rachel McNamara, Monica Busse. Validation: Lucy Brookes‐Howell.

Writing – original draft: Sarah Milosevic. Writing – review and editing:

Sarah Milosevic, Lucy Brookes‐Howell, Elizabeth Randell, Rhys

Williams‐Thomas, Sue Delport, Monica Busse, David Gillespie, Alka

S. Ahuja, Anne M. McKigney, Eleni Glarou, Rachel McNamara.

DATA AVAILABILITY STATEMENT

The datasets generated and analysed during the study cannot be

shared as participant confidentiality could be compromised if full

interview transcripts were released.

ORCID

Sarah Milosevic http://orcid.org/0000-0003-1973-8286

David Gillespie http://orcid.org/0000-0002-6934-2928

REFERENCES

1. Baron‐Cohen S, Scott FJ, Allison C, et al. Prevalence of autism‐
spectrum conditions: UK school‐based population study. Br

J Psychiatry. 2009;194(6):500‐509. doi:10.1192/bjp.bp.108.
059345

2. Buescher AVS, Cidav S, Knapp M, Mandell DS. Cost of autism
spectrum disorders in the United Kingdom and the United States.

JAMA Pediatr. 2014;168(8):721‐728. doi:10.1001/jamapediatrics.
2014.210

3. Iemmi V, Knapp M, Ragan I. The autism dividend: Reaping the
rewards of better investment. National Autistic Taskforce. January

17, 2017. Accessed July 7, 2020. https://nationalautistictaskforce.
org.uk/wp-content/uploads/2020/02/autism-dividend-report.pdf

MILOSEVIC ET AL. | 11

http://orcid.org/0000-0003-1973-8286
http://orcid.org/0000-0002-6934-2928
https://doi.org/10.1192/bjp.bp.108.059345
https://doi.org/10.1192/bjp.bp.108.059345
https://doi.org/10.1001/jamapediatrics.2014.210
https://doi.org/10.1001/jamapediatrics.2014.210
https://nationalautistictaskforce.org.uk/wp-content/uploads/2020/02/autism-dividend-report.pdf
https://nationalautistictaskforce.org.uk/wp-content/uploads/2020/02/autism-dividend-report.pdf


4. Hurt L, Langley K, North K, et al. Understanding and improving the
care pathway for children with autism. Int J Health Care Qual Assur.
2019;32(1):208‐223. doi:10.1108/IJHCQA-08-2017-0153

5. van Steensel FJA, Heeman EJ. Anxiety levels in children with autism

spectrum disorder: a meta‐analysis. J Child Fam Stud. 2017;26(7):
1753‐1767. doi:10.1007/s10826-017-0687-7

6. Maїano C, Normand CL, Salvas M, Moullec G, Aimé A. Prevalence of
school bullying among youth with autism spectrum disorders: a
systematic review and meta‐analysis. Autism Res. 2016;9(6):

601‐615. doi:10.1002/aur.1568
7. Rowley E, Chandler S, Baird G, et al. The experience of friendship,

victimization and bullying in children with an autism spectrum
disorder: Associations with child characteristics and school place-
ment. Res Autism Spectr Disord. 2012;6(3):1126‐1134. doi:10.1016/
j.rasd.2012.03.004

8. Licence L, Oliver C, Moss J, Richards C. Prevalence and risk‐markers
of self‐harm in autistic children and adults. J Autism Dev Disord.
2020;50:3561‐3574. doi:10.1007/s10803-019-04260-1

9. Dickerson Mayes S, Gorman AA, Hillwig‐Garcia J, Syed E. Suicide

ideation and attempts in children with autism. Res Autism Spectr

Disord. 2013;7(1):109‐119. doi:10.1016/j.rasd.2012.07.009
10. Hayes SA, Watson SL. The impact of parenting stress: a meta‐

analysis of studies comparing the experience of parenting stress in

parents of children with and without autism spectrum disorder.
J Autism Dev Disord. 2013;43(3):629‐642. doi:10.1007/s10803-012-
1604-y

11. Cohrs AC, Leslie DL. Depression in parents of children diagnosed with
autism spectrum disorders: a claims‐based analysis. J Autism Dev Disord.

2017;47(5):1416‐1422. doi:10.1007/s10803-017-3063-y
12. Broady TR, Stoyles GJ, Morse C. Understanding carers' lived

experience of stigma: the voice of families with a child on the
autistic spectrum. Health Soc Care Community. 2017;25(1):224‐233.
doi:10.1111/hsc.12297

13. Leekam S, Nieto C, Libby S, Wing L, Gould J. Describing the sensory
abnormalities of children and adults with autism. J Autism Dev

Disord. 2007;37(5):894‐910. doi:10.1007/s10803-006-0218-7
14. Hochhauser M, Engel‐Yeger B. Sensory processing abilities and their

relation to participation in leisure activities among children with

high‐functioning autism spectrum disorder (HFASD). Res Autism

Spectr Disord. 2010;4(4):746‐754. doi:10.1016/j.rasd.2010.01.015
15. Ismael N, Mische‐Lawson L, Hartwell J. Relationship between

sensory processing and participation in daily occupations for

children with autism spectrum disorder: a systematic review of
studies that used Dunn's sensory processing framework. Am J Occup

Ther. 2018;72(3):7203205030. doi:10.5014/ajot.2018.024075
16. Kirby AV, White TJ, Baranek GT. Caregiver strain and sensory

features in children with autism spectrum disorder and other

developmental disabilities. Am J Intellect Dev Disabil. 2015;120(1):
32‐45. doi:10.1352/1944-7558-120.1.32

17. Goedeke S, Shepherd D, Landon J, Taylor S. How perceived support
relates to child autism symptoms and care‐related stress in parents
caring for a child with autism. Res Autism Spectr Disord. 2019;60:

36‐47. doi:10.1016/j.rasd.2019.01.005
18. Pickard KE, Wainer AL, Bailey KM, Ingersoll BR. A mixed‐method

evaluation of the feasibility and acceptability of a telehealth‐
based parent‐mediated intervention for children with autism
spectrum disorder. Autism. 2016;20(7):845‐855. doi:10.1177/

1362361315614496
19. Dunn W, Cox J, Foster L, Mische‐Lawson L, Tanquary J. Impact of a

contextual intervention on child participation and parent compe-
tence among children with autism spectrum disorders: a pretest‐
posttest repeated‐measures design. Am J Occup Ther. 2012;66(5):
520‐528. doi:10.5014/ajot.2012.004119

20. Galpin J, Barratt P, Ashcroft E, Greathead S, Kenny L, Pellicano E.
‘The dots just don't join up’: Understanding the support needs of

families of children on the autism spectrum. Autism. 2018;22(5):
571‐584. doi:10.1177/1362361316687989

21. Hodgetts S, McConnell D, Zwaigenbaum L, Nicholas D. The impact
of autism services on mothers' psychological wellbeing. Child Care

Health Dev. 2017;43(1):18‐30. doi:10.1111/cch.12398
22. Hodgetts S, McConnell D, Zwaigenbaum L, Nicholas D. The impact of

autism services on mothers' occupational balance and participation.
OTJR. 2014;34(2):81‐93. doi:10.3928/15394492-20130109-01

23. Bromley J, Hare DJ, Davison K, Emerson E. Mothers supporting

children with autistic spectrum disorders: social support, mental
health status and satisfaction with services. Autism. 2004;8(4):
409‐423. doi:10.1177/1362361304047224

24. Lewis J, Mooney A, Brady L, et al. Special educational needs and
disability: understanding local variation in prevalence, service

provision and support. Department for Children, Schools and
Families. February 2010. Accessed July 14, 2020. https://
discovery.ucl.ac.uk/id/eprint/1482352/1/DCSF_RR211_
FinReport.pdf

25. Ludlow A, Skelly C, Rohleder P. Challenges faced by parents of

children diagnosed with autism spectrum disorder. J Health Psychol.
2012;17(5):702‐711. doi:10.1177/1359105311422955

26. Mello MP, Goldman SE, Urbano RC, Hodapp RM. Services for children
with autism spectrum disorder: comparing rural and non‐rural
communities. Educ Train Autism Dev Disabil. 2016;51(4):355‐365.

27. Volden J, Duku E, Shepherd C, et al. Service utilization in a sample of
preschool children with autism spectrum disorder: a Canadian
snapshot. Paediatr Child Health. 2015;20(8):43‐47. doi:10.1093/
pch/20.8.e43

28. Mansell W, Morris K. A survey of parents' reactions to the diagnosis
of an autistic spectrum disorder by a local service: access to
information and use of services. Autism. 2004;8(4):387‐407. doi:10.
1177/1362361304045213

29. Randell E, McNamara R, Delport S, et al. Sensory integration therapy

versus usual care for sensory processing difficulties in autism
spectrum disorder in children: study protocol for a pragmatic
randomised controlled trial. Trials. 2019;20:113. doi:10.1186/
s13063-019-3205-y

30. Polkinghorne DE. Language and meaning: data collection in

qualitative research. J Couns Psychol. 2005;52(2):137‐145. doi:10.
1037/0022-0167.52.2.137

31. Glennon T, Miller‐Kuhaneck H, Henry DA, Parham LD, Ecker C. Sensory
Processing Measure Manual. Western Psychological Services; 2007.

32. Bibby P, Brindley P. Urban and rural area definitions for policy
purposes in England and Wales: Methodology (v1.0). Government
Statistical Service. August 28, 2013. Accessed July 7, 2020. https://
assets.publishing.service.gov.uk/government/uploads/system/
uploads/attachment_data/file/239477/

RUC11methodologypaperaug_28_Aug.pdf
33. Ministry of Housing, Communities & Local Government. English

indices of deprivation 2019. September 26, 2019. Accessed
November 4, 2020. https://www.gov.uk/government/statistics/
english-indices-of-deprivation-2019

34. Welsh Government. Welsh Index of Multiple Deprivation 2019 by
rank, decile and quintile, Lower‐layer Super Output Area (LSOA).
StatsWales. 2019. Accessed November 4, 2020. https://statswales.
gov.wales/Catalogue/Community-Safety-and-Social-Inclusion/
Welsh-Index-of-Multiple-Deprivation/WIMD-2019/

welshindexofmultipledeprivation2019-by-rank-decileandquintile-
lowerlayersuperoutputarea

35. Ritchie J, Spencer L. Qualitative data analysis for applied policy
research. In: Bryman A, Burgess R, eds. Analyzing Qualitative Data.

Routledge; 2002:173‐194. doi:10.4324/9780203413081
36. Jess M, Flynn S, Bailey T, Hastings RP, Totsika V. Failure to replicate

a robust Down syndrome advantage for maternal well‐being.
J Intellect Disabil Res. 2021;65(3):262‐271. doi:10.1111/jir.12808

12 | MILOSEVIC ET AL.

https://doi.org/10.1108/IJHCQA-08-2017-0153
https://doi.org/10.1007/s10826-017-0687-7
https://doi.org/10.1002/aur.1568
https://doi.org/10.1016/j.rasd.2012.03.004
https://doi.org/10.1016/j.rasd.2012.03.004
https://doi.org/10.1007/s10803-019-04260-1
https://doi.org/10.1016/j.rasd.2012.07.009
https://doi.org/10.1007/s10803-012-1604-y
https://doi.org/10.1007/s10803-012-1604-y
https://doi.org/10.1007/s10803-017-3063-y
https://doi.org/10.1111/hsc.12297
https://doi.org/10.1007/s10803-006-0218-7
https://doi.org/10.1016/j.rasd.2010.01.015
https://doi.org/10.5014/ajot.2018.024075
https://doi.org/10.1352/1944-7558-120.1.32
https://doi.org/10.1016/j.rasd.2019.01.005
https://doi.org/10.1177/1362361315614496
https://doi.org/10.1177/1362361315614496
https://doi.org/10.5014/ajot.2012.004119
https://doi.org/10.1177/1362361316687989
https://doi.org/10.1111/cch.12398
https://doi.org/10.3928/15394492-20130109-01
https://doi.org/10.1177/1362361304047224
https://discovery.ucl.ac.uk/id/eprint/1482352/1/DCSF_RR211_FinReport.pdf
https://discovery.ucl.ac.uk/id/eprint/1482352/1/DCSF_RR211_FinReport.pdf
https://discovery.ucl.ac.uk/id/eprint/1482352/1/DCSF_RR211_FinReport.pdf
https://doi.org/10.1177/1359105311422955
https://doi.org/10.1093/pch/20.8.e43
https://doi.org/10.1093/pch/20.8.e43
https://doi.org/10.1177/1362361304045213
https://doi.org/10.1177/1362361304045213
https://doi.org/10.1186/s13063-019-3205-y
https://doi.org/10.1186/s13063-019-3205-y
https://doi.org/10.1037/0022-0167.52.2.137
https://doi.org/10.1037/0022-0167.52.2.137
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/239477/RUC11methodologypaperaug_28_Aug.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/239477/RUC11methodologypaperaug_28_Aug.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/239477/RUC11methodologypaperaug_28_Aug.pdf
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/239477/RUC11methodologypaperaug_28_Aug.pdf
https://www.gov.uk/government/statistics/english-indices-of-deprivation-2019
https://www.gov.uk/government/statistics/english-indices-of-deprivation-2019
https://statswales.gov.wales/Catalogue/Community-Safety-and-Social-Inclusion/Welsh-Index-of-Multiple-Deprivation/WIMD-2019/welshindexofmultipledeprivation2019-by-rank-decileandquintile-lowerlayersuperoutputarea
https://statswales.gov.wales/Catalogue/Community-Safety-and-Social-Inclusion/Welsh-Index-of-Multiple-Deprivation/WIMD-2019/welshindexofmultipledeprivation2019-by-rank-decileandquintile-lowerlayersuperoutputarea
https://statswales.gov.wales/Catalogue/Community-Safety-and-Social-Inclusion/Welsh-Index-of-Multiple-Deprivation/WIMD-2019/welshindexofmultipledeprivation2019-by-rank-decileandquintile-lowerlayersuperoutputarea
https://statswales.gov.wales/Catalogue/Community-Safety-and-Social-Inclusion/Welsh-Index-of-Multiple-Deprivation/WIMD-2019/welshindexofmultipledeprivation2019-by-rank-decileandquintile-lowerlayersuperoutputarea
https://statswales.gov.wales/Catalogue/Community-Safety-and-Social-Inclusion/Welsh-Index-of-Multiple-Deprivation/WIMD-2019/welshindexofmultipledeprivation2019-by-rank-decileandquintile-lowerlayersuperoutputarea
https://doi.org/10.4324/9780203413081
https://doi.org/10.1111/jir.12808


37. Stoneman Z. Examining the Down syndrome advantage: mothers
and fathers of young children with disabilities. J Intellect Disabil Res.
2007;51(12):1006‐1017. doi:10.1111/j.1365-2788.2007.01012.x

38. Ashworth M, Palikara O, Van Herwegen J. Comparing parental stress

of children with neurodevelopmental disorders: the case of Williams
syndrome, Down syndrome and autism spectrum disorders. J Appl

Res Intellect Disabil. 2019;32(5):1047‐1057. doi:10.1111/jar.12594
39. Lee C, Burke MM, Arnold CK, Owen A. Comparing difference in

support needs as perceived by parents of adult offspring with down

syndrome, autism spectrum disorder and cerebral palsy. J Appl Res

Intellect Disabil. 2019;32(1):194‐205. doi:10.1111/jar.12521
40. Adams D, Young K. A systematic review of the perceived barriers

and facilitators to accessing psychological treatment for mental
health problems in individuals on the autism spectrum. Rev J Autism

Dev Disord. 2020;8:436‐453. doi:10.1007/s40489-020-00226-7
41. Neely‐Barnes SL, Hall HR, Roberts RJ, Gradd JC. Parenting a child

with an autism spectrum disorder: public perceptions and parental
conceptualizations. J Fam Soc Work. 2011;14(3):208‐225. doi:10.
1080/10522158.2011.571539

42. Werner S, Shulman C. Does type of disability make a difference in
affiliate stigma among family caregivers of individuals with autism,
intellectual disability or physical disability? J Intellect Disabil Res.
2015;59(3):272‐283. doi:10.1111/jir.12136

43. Crane L, Chester JW, Goddard L, Henry LA, Hill E. Experiences of
autism diagnosis: a survey of over 1000 patients in the United
Kingdom. Autism. 2016;20(2):153‐162. doi:10.1177/1362361315-
573636

44. Livingston LA, Shah P, Happé F. Compensatory strategies below the

behavioural surface in autism: a qualitative study. Lancet Psychiatry.
2019;6(9):766‐777. doi:10.1016/S2215-0366(19)30224-X

45. Hodgetts S, Zwaigenbaum L, Nicholas D. Profile and predictors of
service needs for families of children with autism spectrum disorders.
Autism. 2015;19(6):673‐683. doi:10.1177/1362361314543531

46. Gee BM, Peterson TW. Changes in caregiver knowledge and
perceived competency following group education about sensory

processing disturbances: an exploratory study. Occup Ther Int. 2016;
23(4):338‐345. doi:10.1002/oti.1435

47. NHS Digital. Mental health service monthly statistics: Interactive
visualisations for selected measures released in the Mental Health

Services Monthly Statistics publication. 2019. Accessed November
2, 2020. https://digital.nhs.uk/data-and-information/data-tools-
and-services/data-services/mental-health-data-hub/mental-health-
services-monthly-statistics#notes-and-data-sources

48. Crenna‐Jennings W, Hutchinson J. Access to Child and Adolescent

Mental Health Services in 2019. Education Policy Institute. January
10, 2020. Accessed July 7, 2020. https://epi.org.uk/publications-
and-research/access-to-child-and-adolescent-mental-health-
services-in-2019/

49. Care Quality Commission. Are we listening? Review of children and

young people's mental health services. March 2018. Accessed July
7, 2020. https://www.cqc.org.uk/sites/default/files/20180308b_
arewelistening_report.pdf

50. Yingling ME, Bell BA. Racial‐ethnic and neighborhood inequities in
age of treatment receipt among a national sample of children with

autism spectrum disorder. Autism. 2019;23(4):963‐970. doi:10.
1177/1362361318791816

51. National Institute for Health and Care Excellence. Autism spectrum
disorder in under 19s: Recognition, referral and diagnosis (Clinical

Guideline CG128). September 28, 2011. Accessed January 14, 2021.
https://www.nice.org.uk/guidance/cg128/

How to cite this article: Milosevic S, Brookes‐Howell L,

Randell E, et al. Understanding the support experiences of

families of children with autism and sensory processing

difficulties: a qualitative study. Health Expect. 2022;1‐13.

doi:10.1111/hex.13465

MILOSEVIC ET AL. | 13

https://doi.org/10.1111/j.1365-2788.2007.01012.x
https://doi.org/10.1111/jar.12594
https://doi.org/10.1111/jar.12521
https://doi.org/10.1007/s40489-020-00226-7
https://doi.org/10.1080/10522158.2011.571539
https://doi.org/10.1080/10522158.2011.571539
https://doi.org/10.1111/jir.12136
https://doi.org/10.1177/1362361315573636
https://doi.org/10.1177/1362361315573636
https://doi.org/10.1016/S2215-0366(19)30224-X
https://doi.org/10.1177/1362361314543531
https://doi.org/10.1002/oti.1435
https://digital.nhs.uk/data-and-information/data-tools-and-services/data-services/mental-health-data-hub/mental-health-services-monthly-statistics#notes-and-data-sources
https://digital.nhs.uk/data-and-information/data-tools-and-services/data-services/mental-health-data-hub/mental-health-services-monthly-statistics#notes-and-data-sources
https://digital.nhs.uk/data-and-information/data-tools-and-services/data-services/mental-health-data-hub/mental-health-services-monthly-statistics#notes-and-data-sources
https://epi.org.uk/publications-and-research/access-to-child-and-adolescent-mental-health-services-in-2019/
https://epi.org.uk/publications-and-research/access-to-child-and-adolescent-mental-health-services-in-2019/
https://epi.org.uk/publications-and-research/access-to-child-and-adolescent-mental-health-services-in-2019/
https://www.cqc.org.uk/sites/default/files/20180308b_arewelistening_report.pdf
https://www.cqc.org.uk/sites/default/files/20180308b_arewelistening_report.pdf
https://doi.org/10.1177/1362361318791816
https://doi.org/10.1177/1362361318791816
https://www.nice.org.uk/guidance/cg128/
https://doi.org/10.1111/hex.13465



